Background and Objectives: A large number of children are afflicted by thalassemia in India which may significantly impact their quality of life (QOL); hence, we hypothesized that there exists a strong relationship between socioeconomic status and QOL. We thus designed this study to assess QOL in adolescents diagnosed with β thalassemia major and its association with socioeconomic status. Further, we also compared the QOL and socioeconomic status between thalassemic and nonthalassemic adolescents.
INTRODUCTION
Thalassemia is a chronic disease wherein treatment may be "prolonged, unpleasant, with repeated blood transfusions and several medications, thereby significantly affecting quality of life (QOL)." [1] The mainstay of treatment in thalassemics is regular blood transfusions teamed up and iron chelation therapy.
The ultimate cure for thalassemics is bone marrow transplant which is beyond the scope of majority of patients, especially in the Indian subcontinent because of its extremely high cost. Hence, it seems that QOL of a thalassemic is affected by his/her socioeconomic class.
Shaligram et al. [2] in an analytical study observed that 74% of thalassemic children have poor QOL. In a cross-sectional study by Ayoub et al., [3] thalassemic adolescents were tested on health status scales. Significantly, lower scores were observed in families with low income. Hence, this study provides substantial
To study the quality of life and its relation with socioeconomic status in thalassemic adolescents in a tertiary care center evidence that there is a relationship between QOL and socioeconomic status in thalassemics although it did not primarily focus on correlation of QOL with the socioeconomic status.
Thus, we proposed to evaluate QOL of adolescents diagnosed with β thalassemia major and its association with their socioeconomic status and to further compare these two parameters between thalassemic and nonthalassemic adolescents.
MATERIALS AND METHODS
This qualitative comparative cross-sectional study from prevalidated questionnaire was conducted in the day care center, pediatric medicine ward, and pediatric outpatient department of a tertiary care center.
This study included 70 subjects, 35 each in study and control groups.
We recruited adolescents diagnosed with β thalassemia major in the age group of 10-18 years and their parents seeking services at the pediatric department of our hospital using simple random sampling technique as our study group. Patients who were not willing to participate in the study, those with any other comorbidity, and adolescents who underwent a bone marrow transplant were not included in this study.
For the control group, nonthalassemic adolescents in the age group of 10-18 years, matched for age, sex and socioeconomic status visiting the hospital, for minor ailments (fever, respiratory tract infection) during the period of data collection were selected. Adolescents with any major medical illness were not selected.
Written and informed consent was obtained from all the subjects and their parents.
Baseline data of all subjects were collected using semi-structured interview schedule.
Selected cases and their parents were administered using PedsQL 4.0 India/Hindi questionnaire [4] to assess their QOL and modified Kuppuswamy scale [Appendix I] to determine their socioeconomic class. PedsQL 4.0 India/Hindi questionnaire to assess the QOL [4] included response obtained from the adolescents on four domains of physical, social, emotional, and mental functions. It is a Likert-type scale ranging from zero to four points: Never = 0, almost never = 1, sometimes = 2, often = 3, and almost always = 4.
For easy interpretation, items were reversed and scored and then linearly transformed to a 0-100 scale so that higher scores indicated better health-related QOL. This transformation of the 0-4 scale items to 0-100 has been done as follows: 0 = 100, 1 = 75, 2 = 50, 3 = 25, and 4 = 0. Score system of adolescent's QOL distribution is as follows:
• Poor QOL: <50% • Neutral QOL: From 50% to <75% • High QOL: >75%.
Descriptive statistics were used to compute frequencies, percentages, and means and standard deviations.
Paired sample t-test and Chi-square test were used to compare different functionality scores using the SPSS statistical software version 17 (IBM Corporation).
OBSERVATIONS AND RESULTS
The demographic data and socioeconomic classes across the study and control groups were comparable [ Tables 1-3 ].
None of the thalassemic adolescents selected for this study had had a bone marrow transplant [ Table 4 ].
More than half of the adolescents, i.e., 51.4% had poor QOL, 42.8% had neutral, and only 5.7% had high QOL; whereas, 48.6% in control group had high QOL, 28.5% had neutral, and 22.8% had poor QOL [ Table 5 ]. On comparison between study and control groups in reference to their QOL and socioeconomic class, we found no statistically significant difference between the two groups in this regard [ Table 8 ].
To further elucidate that which domain was worst among the domains assessed for determining QOL, we plotted a receiver operating characteristic curve [ Table 9 ]. It indicated that QOL in the social domain was the worst followed by physical and emotional, and mental was the least affected [ Figure 1 ].
DISCUSSION
The main findings of our study indicate statistically significant poor QOL in thalassemic adolescents in comparison with the control group using PedsQL 4.0. These results are comparable to the study by Ayoub et al. [3] and Montarat et al. [5] wherein using the PedsQL 4.0 questionnaire, [4] they found QOL to be significantly lower in thalassemic children.
Furthermore, we elucidated that the social domain of QOL was the major determinant toward poor QOL. Montarat et al. reported that the psychosocial health was affected more than the physical health. [5] This is, because as thalassemia care providers, we can improve their physical QOL by regular blood transfusions and iron chelation therapy and their emotional and mental status by counseling; however, it is very difficult to change their environment, the society where they live; therefore, the social domain suffers the most.
Statistically, no significant correlation between QOL and socioeconomic class in both study and control groups was found in our study. Henceforth, we might infer that the socioeconomic class has minimal impact on QOL of thalassemics.
Our results appear in contrast to the finding of the study by Ayoub et al., [3] who concluded that QOL in thalassemic adolescents is affected by family income.
Our findings here need to be comprehended in the light of the fact that this study was done in an organized and dedicated thalassemic unit of a tertiary care hospital, wherein all thalassemic patients get subsidized treatment and comprehensive care.
The study has certain limitations: Like the confounding factors which could vary from adolescent to adolescent, Figure 1 : Quality of life in the social domain is the worst followed by physical and emotional, mental is the least affected. Hence, social domain of quality of life is the major determinant towards poor quality of life in thalassemic adolescents for example, their family history [substance abuse, mental illness in the family] which could adversely affect the QOL are not considered due to lack of time. There is disparity in the number of adolescents in high QOL in study and control groups. Hence, the comparison of high QOL with socioeconomic status between study and control groups was not significant. We advocate larger sample size, inclusion of confounding factors as mentioned above, and exploration of social domain, to overcome the limitations of our study and improving the status of thalassemia care in India.
CONCLUSION
Our study showed that thalassemic adolescents had significantly poor QOL as compared to nonthalassemics and the social domain was the major contributor.
There was no significant association between QOL and socioeconomic status of thalassemics in our study; this could be due to provision of subsidized organized systematic care. 
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